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INTRODUCTION 



The population of people in Europe aged over 75 is rapidly growing. 

Many elderly people have a sensory loss, and some are deafblind or have a dual sensory 
impairment. 

The conference focus was: 

• Awareness of the needs of older deafblind or dual sensory impaired people 

• The development of policy 

• The development of practice related to older people such as gaining new skills, 
new approaches to communication and staff training 

This was the first international conference to focus specifically on older people with dual 
sensory impairment and marks the recent growth in recognition of deafblindness related 
to ageing and the beginning of the development of a new area of professional expertise. 

The conference consisted of plenary sessions and workshops. These proceedings follow 
the order of the conference programme. The text of all plenary presentations is included. 
For workshops the text and / or overheads are provided if these were used in the work- 
shop. Alternatively a short report of the activity in the workshop is given. Finally notes of 
an open meeting of the Acquired Deafblind Network are appended with details of how to 
contact the Acquired Deafblind Network and Deafblind International. 
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Programme for the seminar 

FRIDAY 2ND OCTOBER 1998 

Arrivals and registration 
19.00: Welcome Cocktail 



SATURDAY 3RD OCTOBER 1998 

9.00 - 10.00 Official Opening 

10.00 - 1 1 .00 Plenary Session 

Eurolink Age: An example of European lobbying 
Marianne Dwarshuis (Belgium) 

11.15- 12.30 Plenary Session 
Keynote speech 

Malcolm Matthews (United Kingdom) 

14.00- 15.30 Choice of Workshop Session A 
A.l. Life In Ageing 

Milan Residential Unit, (Italy) 
or 

A. 2. Demographic surveys 
Else Marie Svingen (Norway), 

Marja-Leena Saarinen (Finland) 
or 

A. 3. Communicator guides and contact persons, 
Else Marie Jensen (Denmark) 

16.00- 17.30 Plenary Session 
Communication 

Liz Duncan (United Kingdom) 
and Martha Bagley (USA) 

SUNDAY 4TH OCTOBER 1998 

9.00 - 10.30 Plenary Session 
Vision and hearing in old age 
and practical consequences 
Frank Jorritsma (The Netherlands) 
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1 1 .00 - 12.30 Plenary Session 
Rehabilitation 

Sita Schipper and Jan Prickarts (The Netherlands) 

14.00- 15.30 Choice of Workshop Session B 

B.l. Sharing information on different programmes 
(Joint Presentation of countries) 

B.2. Communication: expanding workshop from plenary 
Liz Duncan (United Kingdom) 
and Martha Bagley (USA) 

B. 3. Survey of 330 old persons and their practical, 
emotional and existential needs 

Ann Svensson (Sweden) 

16.00 - 17.30 Choice of Workshop Session C 

C. l. International awareness campaign 
Annekc Balder (The Netherlands) 

or 

C.2. Groups of deafblind people and rehabilitation 
Siti Schipper (The Netherlands) 
or 

C.3. Home instructors, a programm in Sweden, 

Anita Bengsson and Margaretha Lagerdahl (Sweden) 



MONDAY 5TH OCTOBER 1998 

9.00 - 10.30 Plenary Session 
Developing Practice: 

-Information provision and non-specialist training, 

Ole Mortensen (Danmark) 

-Staff development, 

Lucette Teurlings (The Netherlands) 

-Education of older people with dual loss and their family 
Martha Bagley (USA) 

1 1.00- 12.30 Choice of Workshop Session D 

D.l. Constructional behaviour analysis and the Kalorama approach 
Jan Prickarts (The Netherlands) 
or 



7 6 



ELDERLY DEAFBLINDNESS 



Marcelli di Numana, 2 - 7 October 1998 



D.2. Staff training in the Netherlands 
Lucette Teurlings 

and Anneke Balder (TheNetherlands) 
or 

D.3. Assessing and meeting the needs of older sensory impaired people 
Sarah Goodwin and Tony Kirk (United Kingdom) 



TUESDAY 6TH OCTOBER 1998 

9.00 - 10.30 Plenary Session 

United Nations standard rules with relation to elderly deniblind people 
Kirsten Jansbol (Denmark) 

1 1.00 - 12.30. Plenary Session 
Making policy 

Jeff Bashton and Peter Kay (United Kingdom) 

14.00 - 15.30 Choice of Workshop Session E 

E.l Obstacles to older daefblind people getting a proper social service, 
Graham Willetts and Brian Peaker (United Kingdom) 
or 

E-2. Quality of life research 
Else Marie Svingen (Norway) 
and Marja-Leena Saarinen (Finland) 
or 

E-3. A programme in Northern Ireland 
Richard Devlin (United Kingdom) 
or 

16.30 - 17.30 Plenary Session 
Summing up 

Presentation of an international awareness 
campaign. 



WEDNESDAY 7TH OCTOBER 1998 

9.30- 1 1 .30 Meeting of the “Acquired 
deafblindness network” 
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Programme Planning Committee: 

Anneke Balder: The Netherlands 
Jean Francois Guerineau: France 
Malcolm Mathews: United Kingdom 
Ole E Mortensen: Denmark 
Ann Svensson: Sweden 



Local Organisation: 

William Green 
Lega del Filo d’Oro 
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EUROLINK AGE: AN EXAMPLE 
OF EUROPEAN LOBBYING 



Marianne Dwarhuis (Belgium) 

Eurolink Age: what does it do? 

Formed in 1981, Eurolink Age is a not-for-profit network of organisations and individuals 
that promotes good policy and practice on ageing in the interests of older people in the 
European Union. We have members in all member states and we aim to represent all areas of 
ageing policy and older people’s interests: older people’s organisations, social welfare 
organisations, gerontologists, policy-makers etc. Activities can be summarised under four i’s: 

Influencing 

Information 

Innovation 

Intergroup 

One of our main activities is influencing policy. We aim to influence EU policies so that 
they adequately reflect the interests of all older people. In this respect we would like the 
EU to both develop specific policies, aimed at older people as well as to incorporate the 
notion of ageing and older people into all other EU policy making. Influencing is 
obviously related to policy development: to this effect we organise seminars in order to 
develop concrete policy recommendations. Also, we formulate position papers on relevant 
EU documents, outlining specific policy views and recommendations. 

In order to influence properly you need information. So we collect and provide 
information on relevant EU developments affecting older people, both for our own means 
and for others (mainly for members). Information is disseminated mainly by means of our 
Bulletin. 

Our innovative activities consist of running two networks of grass roots projects: 
ActiVAge - a network that promotes the positive resource of older people, 
and Ageing Well - a network that promotes healthy ageing. 

Providing the secretariat for the European Parliament Intergroup on Ageing is another 
very important activity. The Intergroup was founded in 1984 and is now supported by 
over 100 Members of Parliament. Its members are from all different parties in the 
European Parliament. 

Aims of the Intergroup: 

• provide a forum for discussion and concerted action by MEPs with specific 
interests in EU issues relevant to older people (e.g. carers for older people, age 
discrimination at work, older people’s health) 
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• to provide regular opportunities for MEPs to exchange views on EU policy 
affecting older people with representatives of other institutions, e.g. European 
Commission, Council of Ministers or with other European NGOs and other 
relevant bodies 

• promote the interests of older citizens of the EU in EU programmes and policies 

The IGA meets 4-5 times a year during plenary sessions in Strasbourg and are always 
attended by European Commission officials of the older people’s unit of DG V. 

We try and build links with other organisations, not only in the field of older people, but 
organisations active in the general area of social policy: disability, women’s rights, 
migrants, unemployed, poverty... 

What do we want from EU policy? 

I have said it already but it does no harm to repeat it: 

specific initiatives for older people 

First Action Programme - exchange of information 

Seniors’ Pass (pilot study is being carried out and results are evaluated by 

ACE) 

European Year of Older People (1993) 

mainstreaming: older people should be taken into account in all policies 



Background 

Society is ageing. Europe is the ‘oldest’ continent in the world. The importance of the 
ageing of society is becoming more and more recognised. The causes of this demographic 
phenomenon are well-known. On the one hand life expectancy has risen because of better 
living conditions, improved medical care and scientific developments. On the other, birth 
rates have dropped significantly. A few statistics to illustrate the current situation: 

• 20 % of the current population is over 60 years of age, 30 % over 50. 

This percentage is increasing: by 2010 25 % will be over 60, with the number of 
people over 80 rising even stronger. 

• The ratio of workers to pensioners is 5 to 1 at this moment. By 2040 this will be 1 
to 3. This dependency ratio is very important in view of maintaining of the current 
levels of social protection such as pensions. 

The above figures clearly demonstrate that this ageing process brings along several major 
challenges, such as the following: 
the labour market 

Europe is going to need its older workers. Where there was a general tendency to shorten 
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people’s working lives, there is now a discussion in many countries to take measures to 
introduce flexible retirement, to enhance the possibilities for part-time work and to create 
possibilities for and access to education, i.e. measures which enable people to work 
longer. 

financing social security 

A large part of the financing of social security depends on the active part of the population. 
Since the dependency ratio is changing other means will have to be found. In this context, 
the notion of solidarity between the generations is often mentioned. 

- caring for older people in need of care 

The number of older people in need of care - the very old - is increasing. Financing and 
arranging care for this growing number of people needs to be reviewed. It is this negative 
image which is often being evoked by the term D - bomb: the demographic bomb. 
However, this image does need a little reflection. It is too simplistic, too negative. It is true 
that people are in general living longer, but it is also true that the vast majority of older 
people are healthy, independent and active and contribute to society in many ways. 
Medical and technological developments add to this - so one has to be careful with 
projections and prejudices. 

Today’s older people are on the whole better educated than previous generations and they 
wish to and are playing a more active role in society. The time after retirement is no longer 
viewed as a passive time of rest, but much more as a time which offers possibilities for 
self-development and activities. Furthermore, older people do contribute a great deal to 
society. How about the role of the grandparents, taking care of grandchildren, enabling 
parents to go to work? Or the vast numbers of older volunteers, active in a wide range of 
activities? Or, a very important example, older people taking care of their very old 
relatives (an interesting statistic: 75 % of the so-called informal carers belong to the group 
of over 55s themselves)? 

And, last but not least, the fact that people are growing older and live active, healthy lives, 
is a major accomplishment, it is something positive! 

The situation in which we work: 

From the above one thing is becoming clear: the ageing of society has vast implications, 
that need to be addressed and thought about. And this is the same for all countries of the 
EU. 

Therefore, one could expect trans-national co-operation in this important area. So what 
does the Union do about this? Are there any specific measures? 

The history of EU action in the domain of older people has been piecemeal, to say the 
least. It needs no repeating that the legal competence of the EU is very limited in the social 
domain: the principle of subsidiarity is evident in this field. If one looks at the 
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development of EU social policy it is clear that the Treaty of Rome (1957) has a clear 
emphasis on economic issues. The main aim after all was the creation of a European 
Economic Community. Social policy has always been struggling from the marginal status 
within the overall plan of the EU. Social policy is the poorer cousin and older people 
within that a relatively new - and minor - consideration. However, we can look at this 
another way: 

if the EU does exist then it should take account of the large proportion of its 
citizens which are outside the workplace (50%); and the third of its population 
which is over 50 years of age 

The preamble of the Treaty of Rome states that one of the objectives of the EC is the 
“improvement of living and working conditions of all its citizens”. 

And of this one of the principles - then older people are included. 

The role of Eurolink Age is both within these limitations to improve the situation of older 
people and work at another level to change these limitations (e.g. IGC, constantly seeking 
out new areas of competence, new room for manoeuvre). 

A quick overview of older people’s policies: 

It is only in the last ten years that the EU acknowledges the existence of older people. A 
short overview: 

In 1984 a first allocation for measures involving older people was included in the EU 
budget. A token amount of 600.000 ECU’s; significant however, since it acknowledged 
older people for the first time. The budget line has continued to grow. It is intended to 
finance research into issues affecting older people, exchange of good practice, 
conferences and events. 

Furthermore in 1984 a Directive on equal treatment for men and women in social security 
schemes was adopted, having direct implications for pensions. In 1989 a 
Recommendation for the introduction of a Seniors’ Pass, a travel and concessions card for 
older people throughout the EU, was proposed. 

In 1989 the Social Charter with its two articles on older people was adopted: 

1 . every worker in the European Community must, at the time of retirement, be able to 
enjoy resources affording him or her a decent standard of living 

2. every person who has reached retirement age but who is not entitled to a pension or 
who does not have other means of subsistence must be entitled to sufficient resources 
and to medical and social assistance specifically suited to his needs 

A Commission Communication on the Elderly in 1990, outlining the first EC action 
programme on behalf of older people, was proposed and adopted, marking the first official 
acknowledgement by the Council of Ministers of the relevance of older people to the EU 
political agenda. This Action Programme was limited in scope, aiming to stimulate and 
support the exchange of information and ideas, and promoting co-operation between 
Member States with respect to issues of ageing, but a clear signal nevertheless. It ran from 
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1991 - 1993, with 1993 as the European Year of Older People and Solidarity between the 
Generations. This year was a big success, which saw a number of interesting 
developments, such as a Council Declaration of Principles on Older People issued at the 
end of the Year, and several European Parliament initiatives and reports. The Council 
Declaration of Principles was a true sign of the recognition of the importance of ageing 
issues at EU level. * * 

During the first Action programme on behalf of older people efforts were made to create 
true mechanisms for exchange and co-operation, at all relevant levels: governments (by 
means of the Advisory Committee - 2 representatives from national governments for 
every EU Member State), policy research (Observatory), NGOs (Liaison Group) and 
practical, grassroots projects. 

Post Maastricht and Amsterdam, the role of Eurolink Age is within these limitations to 
both improve the situation of older people and work at another level to change the effects 
of these limitations (constantly seeking out new areas of competence, new room for 
manoeuvre). 

Following the success of the European Year, Eurolink Age and other organisations in the 
field felt confident that there would be a follow-up action programme. Unfortunately, it 
took the Commission 1 5 months to propose such a follow-up, since other initiatives in the 
social field, notably in the area of social exclusion, had been blocked. Things got worse 
form then on - it is not necessary to go into all those details. Because of the absence of a 
programme, there is also no legal basis for the existence of a budget line for older people’s 
projects. 

This has lead the United Kingdom to lodge an application in the European Court of Justice 
challenging the Commission’s plans to administer the funds allocated to the budget line. 
Pending the ruling of the Court the Commission had already been requested not to make 
any further commitments from this Budget line. This has meant in practice that the 
Commission was not able to fund projects, which in reality sounds the death knell for 
many hundreds of NGOs all over Europe who work tirelessly for the benefit of older 
people. 

Since older people do not exist in the Treaty, we felt it was vital to change this. During the 
two years leading up to the Amsterdam Summit, the final stage of the IGC, Eurolink Age 
worked at many levels to get older people specifically mentioned in the Treaty. But 
despite all our hard work, the outcome was disappointing. Some governments were not to 
be convinced of the necessity to ensure that the new Treaty would provide opportunities 
for EU actions on older people. This issue was dropped at the very final stages of the 
Conference. 

However, there was some progress and we have to make the most of what we have now, 
and be creative in our approach. The new Article 13 in relation to non-discrimination 
specifically mentions age. And the new Article 137 provides a legal basis for actions in 
the area of social exclusion (older people were originally mentioned in the Article but 
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struck out at the very last moment, much to our dismay). And these articles have been used 
to provide the basis for EU funding in the future. 

And the UK has recently decided to drop the Court case - good news, even though the 
implications of this are not yet clear. 

Why does Eurolink Age do what it does? 

Europe does not have a competence in this area. So what can we actually achieve? Should 
we not give up in the first place? Why bother? At the very last minute of the IGC older 
people were struck out of the draft text. At the very last minute. 

We do it 

because EU is EU for all. So that includes older people. Moreover, everyone ages! 
because older people feel the effects of European legislation, just like any other 
citizen. They feel the effects and should therefore be involved, 
because it works. We have had many small successes, e.g. 

• 1993 Year of Older People and Solidarity between Generations - we 
managed to get older people mentioned as a target group. 

• In the Equal Opportunities Programme, for the first time women were 
mentioned as (informal) carers 

• Every year we have managed to get a raise in the budget in favour of older 
people (until 1995) 

• Alzheimer campaign: 5 MECU in budget 

• IGC: Discrimination on grounds of age mentioned in Treaty of Amsterdam 

Many of these results were obtained through close co-operation with the EP! 

How does it work: How do we do it: 

pro-active and reactive: we are always there to gather information and to be 
informed on what the Commission is doing. Since we try to influence as many 
policies as possible (mainstreaming) it is virtually impossible to be proactive on 
everything. So on some areas we react to what the institutions do. 

The process: 

1. Commission: drafts initiatives 

2. Parliament: gives its opinion 

3. Council: decides 

We try to follow proposals from the beginning; sometimes it is because of us that the 
Commission is actually coming forward with proposals. That is the way it should be. But 
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more often we go to the Commission to give our opinion. EP is our main ally. 

Council is more difficult to influence but we try at the Brussels level by means of the 
Permanent Representation there. And of course via our members in the countries. 

Very often it is creative work: we go through texts just to find an entry for the word old 
or ageing or sometimes just all - because that gives us scope for older people. 

What next? 

Just a few examples of what is going on: 

There are 5 budget lines proposed for next year. Partly as a direct result of our work. If 
this works out, projects across Europe will be able to benefit. 

The Commission intends to come forward with a Communication on Older People - and 
we will be there to ensure that this advocates the principle of mainstreaming. 

The EP will organise a Senior’s Conference in order to better prepare 1999, the UN Year 
of Older People. 

And we will continue to strengthen the organisation by finding new members and working 
closely with them at Member State and EU levels. 

there are many EU developments which have implications for older people 
sometimes direct and sometimes as a secondary result only, It is equally important 
to monitor these and to ensure that older people benefit form these as well. 

The PROMISE project 

7. Introduction 

PROMISE is a project which aims at encouraging^the inclusion of older people and 
disabled people in the emerging Information Society in Europe. It is one of the actions 
funded under the European Commission’s Information Society Project Office (ISPO). 
PROMISE began in January 1997 and was completed in September 1998. The scope of 
the project covers all of the Member States of the EU. 

The Information Society offers much promise for older people and disabled people. It also 
poses various challenges in the form of the potential for new barriers to accessibility for 
certain groups and new forms of social isolation and marginalisation. Against this 
background, there is a fundamental need for more awareness of the issues of concern, for 
more exchange of experiences and examples of good practice, and for increasing inclusion 
of the concerns of older and disabled people in national Information Society programmes 
and initiatives. 

This introduces the PROMISE project and provides an outline of what the “Information 
Society” entails as well as what it means for older people and disabled people. 

2. The Information Society - What is it? 

The term “Information Society” has come to be used to describe the increasing 
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importance and involvement of computers and telecommunications in our daily lives. 
New structures are emerging in business and organisational life (e.g. “virtual” 
corporations) and in many areas of social life (e.g. interest groups on the Internet). New 
activities are emerging as well, including activities that are inherently novel (e.g. surfing 
the Internet as a hobby or lifestyle) and new ways of doing things that have previously 
been done in other ways (e.g. teleworking). New ways of relating, based on 
“telepresence”, are also emerging, and videoconferencing, videotelephony, electronic 
mail and other media enable remote business meetings and supporting new types of social 
interaction. 

Within these broad areas, the Information Society offers numerous possibilities: 

• mass networking and information access over services like the Internet 

• smart cards and electronic money 

• on-line transactions (telebanking, teleshopping) 

• interpersonal communications (such as video- and text telephony and electronic 
mail) 

• teleworking 

• distance learning 

• electronic publishing of and access to information (such as books and newspapers) 

• telemedicine 

• interactive TV and on-line games. 

All citizens should be in a position to benefit from the Information Society. 

A basic pre-requisite for participation is that the necessary telecommunications 
infrastructures and user equipment (telephones, videophones, PCs and modems) are 
available to all. These enable the connections that allow people to work, communicate and 
have access to the information products and services that are becoming available. Other 
important requirements include the necessary knowledge and skills to use the new 
technologies and services and, particularly for older people and disabled people, the 
design of the technologies and services in a way that ensures that they are accessible and 
user friendly. 

3. An Information Society for Everyone 

Living and working in an Information Society is becoming an increasingly important 
aspect of daily life in Europe. In parallel with this, the European population is ageing and 
people are living longer. For older people and disabled people, making up more than 20% 
of the population, many of the applications and services of the Information Society 
provide important opportunities for support in maintaining independence, and increase 
participation and integration into society. 

Learning and working in the Information Society 

One priority is to ensure the participation of older people and disabled people in the world 



ERIC 



20 .20 



ELDERLY DEAFBLINDNESS 



Marcelli di Numana, 2 - 7 October 1998 



of work as the Information Society emerges. 

On the one hand, the labour market in Europe will need older workers as demographic 
trends lead to a situation where there will not be enough younger entrants to meet demand. 
In many countries discussions are already taking place on the topic of flexible retirement, 
and on the need for new solutions to support part-time work for older workers and new 
ways of enabling life-long learning. 

On the other hand, the current participation rates of European disabled people in the 
labour market are low, and disabled people are far less likely to be in paid employment 
than non-disabled people. This reduces opportunities for independence and equality, 
wastes an enormous human resource and means that many more people than necessary 
depend on social security. Opportunities presented by the Information Society in areas like 
teleworking and distance learning offer many possibilities for increasing the participation 
of older people and disabled people, not only in the world of paid employment but also in 
other activities (i.e. voluntary work) which greatly contribute to society. 

Independent living 

Another priority must be to exploit the possibilities offered by the Information Society to 
support independent living for older people and disabled people. One aspect of this is the 
convenient access to goods and services that can be provided by on-line information 
services, teleshopping, telebanking, pay-TV and on-line entertainment, and other such 
developments. Another aspect concerns new possibilities to deliver care and support from 
a distance, such as alarm and other security services, social services (telecare) and health 
services (telemedicine). 

Accessibility 

More than 10% of all EU citizens are disabled (at least 37 million people) and 70% of 
these are over 60 years of age. Not all of the Information Society products and services of 
general interest are currently accessible to disabled people with various impairments. It is 
therefore imperative to ensure that their needs are taken into account and that the services 
and products of the Information Society are “designed for all” and conform to the 
principle of equal opportunities. 

Accessibility of the Information Society means taking into account the different needs of 
older people and disabled people. For example, people with visual impairments must have 
access to services and products that offer alternatives to print or visual displays, such as 
speech synthesis or Braille displays; people with hearing impairments must have access 
to alternatives to the audio medium, such as text or sign language; and people with 
learning disabilities must be catered for by using standardised instructions in plain 
language or symbols. More generally, the design of equipment and services should take 
account of the needs of people whose dexterity is impaired or whose speed of interaction 
is slower. 

Eliminating other barriers 

Other barriers to participation in the Information Society can include low levels of 
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awareness, lack of affordability and limited availability of useful services in some 
countries and regions. 

Many older people and disabled people are not yet familiar with the concept of the 
Information Society and are therefore not fully aware of the opportunities and possibilities 
that can be offered. It is one of the aims of the PROMISE project to raise awareness, not 
only among older people and disabled people, but also among policy makers in this field. 
Although developments in the Information Society are taking place rapidly and more and 
more people are gaining access to the equipment and telecommunications services that are 
needed, costs can still be a major barrier for many older people and disabled people. Many 
actions can be taken by public policy (through public financial support to help meet costs) 
and industry (through flexible and creative pricing strategies) to reduce these barriers. 
Many useful services for older people and disabled people are not universally available 
throughout Europe. Market forces alone will not be enough to ensure that all older people 
and all disabled people will have access to the latest developments, no matter where they 
live. Public investment will also be necessary to ensure that services of general interest 
are available to all. 

4. The PROMISE project - aims, focus and target groups 

The main aim of the project is to compile a resource on examples of good practice in using 
the Information Society for the benefit of older people and disabled people, and to use this 
to raise awareness and stimulate the development of appropriate actions in all of the EU 
Member States. 

Case studies of good practice 

The case studies of good practice will cover the full range of application areas and 
services that have relevance for older people and disabled people. They will include 
interpersonal communication (by voice, text, video, symbols and other media), solutions 
to accessibility issues (ranging from well-designed telephones to WEB pages suitable for 
visually impaired people), new services and supports (such as teleshopping and telecare) 
and new opportunities to participate in work and education (such as teleworking and 
distance learning). 

European Colloquium 

The case studies will provide an important input to the PROMISE colloquium on 27 and 
28 October, 1997 in which representatives of user organisations and policy-makers from 
each EU country will participate. The aim will be to exchange information on good 
practice in this field and to develop ideas for encouraging appropriate actions (i.e. 
awareness raising etc.) in each of the Member States. 

Keeping up-to-date with PROMISE 
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To keep interested parties informed of the progress of the project, a WEB site will be 
established and a series of three newsletters will be distributed. The WEB site will be 
available in August 1997 and the first newsletter will also be available at that time. 



5. Contacts 

The partners in this project are: 

• Work Research Centre, Ireland. 

Contact person: Kevin Cullen, tel. +353 1 668 3988 fax +353 1 668 3142 e-mail: 
1 00 1 40. 1 053 ©CompuServe. com 

• STAKES, Finland. 

Contact person: Aulikki Rautavaara, tel. +358 9 3967 2077 fax +358 9 3967 2054 
e-mail: aulikkir.@stakes.fin 

• Eurolink Age 

Contact person: Christine Marking, tel. +32 2 5 12 9946 fax +32 2 512 6673 e-mail: 
eurolinkage@ace.org.uk 

• European Disability Forum 

Contact person: Maria Brattemark, tel. +32 2 282 4606 fax +32 2 282 4609 e-mail: 
info@edf.arc.be 
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KEYNOTE SPEECH 
PEOPLE WHO BECOME 
DEAFBLIND IN OLD AGE 



Malcolm Matthews (UK) 



In this presentation I will use two videos. The sound quality is poor so you all have been 
given a copy of the text. As I show the video you may want to read along with the video 
or just read the text. Although the sound quality is poor I thought I would still show the 
videos as these give more of a feel for the situation of older deafblind people. 

Through much of the world we are living through major demographic changes, especially 
an ageing population, with many European countries now dealing with the consequences 
of an ageing population and many other countries about to face the same problems. As 
Marianne has said, by the year 2010, 25% of the population of Europe will be over 60 
years of age. It is also being said that the number of Europeans aged over 60 is set to 
double by the year 2025. By that date there may be 1 1 3.5 million over-60s in the European 
Union - making about a third of the total population. 

The consequences of change are perhaps sometimes exaggerated by media and policy 
makers. We see newspaper articles with headlines like “Time running out to avoid elderly 
crisis” (The Guardian, Monday September 30th 1991). The so called demographic time 
bomb has been used to validate policy change and reductions in public expenditure (such 
as in the UK removing the link between pensions and the cost of living). We also see 
professional groups and service agencies perhaps exaggerating change such as 
psychiatrists calling for a doubling of geriatric psychiatrists (The Guardian, 24th February 
1989) or networks like the Acquired Deafblind Network calling for resources for services 
to elderly deafblind people. So the question is - is this justified? 

Let’s look at the increase in the number of elderly people. 

In the UK the number of people aged 65+ increased from 8.5 million in 1981 to over 9 
million in 1991, is expected to be over 1 1 million in 2021 and nearly 15 million in 2040. 




25 



24 



ELDERLY DEAFBLINDNESS 



Marcelli di Numana. 2 - 7 October 1998 




□ 1981 

□ 1991 

□ 2001 
□ 2011 
□ 2021 
■ 2031 
□ 2040 



Resident population data — UK (Source: Government Actuaries Dept.) 



However it is not just the increase in the numbers of elderly people that has been seen as 
a problem but the increase in the number of elderly people compared to the number of 
people who are of working age. This is sometimes expressed as the gerontic dependency 
ratio - the ratio of elderly people to people of working age. In Italy the gerontic 
dependency rate in 1980 is approximately 21 which means 21 elderly people for every 
100 persons aged 16 to 65. Let’s compare 




□ mates 85+ 

□ females 85+ 



Proportion of people aged 85+ unable to perform activities of daily 
living independently, 1976-1994 
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On this chart we can see that the UK gerontic dependency ratio in 1980 is just over 23 
rising to 25.5 in 2020, This is a % change of +10%. Italy’s rate rises from around 21 to 
just over 29. This gives a percentage change of +41%. France and Germany have similar 
changes projected. 

It is interesting to see how countries like Japan will soon face the same situation as Europe 
but with a phenomenal rate of change. In fact the rate of change for Japan should go off 
the top of this overhead. 

Back to Europe though, I’d suggest that these figures tell us that in Europe it is not that 
we face a major crisis in the future. The extent of growth in dependency is not as 
significant as the media and some policy-makers suggest - particularly if we take action 
to enable older people to be active participants in society. Yes we face problems now in 
meeting the needs of elderly people and there will be more demand - but I would argue 
that the problems are not overwhelming. 

We are concerned about deafblindness and it is the age 85+ population where dual sensory 
loss becomes common. Let’s look at the increase in the 85+ population. 




The number of people age 85+ is increasing particularly as we look further ahead but the 
actual number of people does not appear so large on a graph particularly when compared 
to the overall population. 

Why are we so worried about ageing? Living longer is something we want provided we 
are living longer with good health and quality of life. So we need to know whether our 
ageing population involves people living longer in good health, followed by a short period 
of ill health and disability, followed by death - or whether increased longevity means a 
longer period of disability too. 
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Here there is conflicting evidence. If we look at ADLs, activities of daily living, such as 
getting up, going to bed, preparing a meal, going to the toilet, then we can see a decrease 
in extent of disability over time with, for example, the number of people aged over 85 
unable to undertake 4 of more ADLs decreasing from around 50% to 22%. 




Our main focus is sensory loss. How does this relate to ageing? Some statistics from the 
UK. According to the Institute of Hearing Research, in 1997, over 6 million people aged 
over 60 have some degree of deafness, that is around 70% of people aged over 60 have 
some degree of deafness. According to the Royal Institute for the Blind 1994 Needs 
Survey, over 900,000 people aged over 60 are blind. And that is approximately 10% of 
people aged over 60 who are blind. So what does this tell us about the numbers of 
deafblind people. How many deafblind people are there? 

In the UK estimate a deafblind population of 40 deafblind people per 100,000 of the 
whole population with 2/3rds of the deafblind population being elderly people. However 
a survey in Leicestershire identified many more elderly deafblind people. 

Ole Mortenson has considered the results of surveys in a few European countries. As a 
result he suggests that 150 elderly people per 100,000 elderly people are deafblind. This 
means that, by the year 2025, there may be 168,000 older deafblind people in Europe. 
What is the effect of sensory loss for older people? Well we don’t often measure it. 
Looking at ADLs tells us what people can or cannot do but does not tell us why. In the 
popular imagination failure to look after yourself is attributed to physical frailty. Yet 
sensory loss and in particular dual sensory loss can affect functioning and ability to 
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perform activities of daily living across the board. Sensory loss is one of the prime reasons 
why people can’t undertake ADLs. In fact of all the physical conditions mentioned in one 
study (Bury and Holmes 1991 study of a sample of people over the age of 90 years), “only 
eyesight and hearing were reported as causing ‘total incapacity’” 

So if sensory loss and dual sensory loss are so common then why is so little attention paid 
to them. Why is deafblindness in old age only now beginning to be recognised - as is 
exemplified by this conference being held. 

Perhaps a couple of quotes will be helpful: 

Problems that are relatively common in old age such as loss of sight and hearing are often 
neglected in morbidity statistics (Victor C “Health and Health Care in Later Life” 1991 
Open University Press) 

“Relatively minor consequences of ageing such as impairment of vision and hearing are 
virtually inescapable” (Briggs, Open University) 

Perhaps sensory loss is seen as a normal or natural part of the ageing process affecting all 
individuals as they age - and is therefore just something that happens that has to be put 
up with. 

The quote stated “relatively minor consequences of ageing” but dual sensory loss is not a 
minor consequence. 

In a 1991 study [Bury and Holmes] of a sample of people over the age of 90 years “no 
less than 46% experienced severe or relatively severe eyesight problems. Furthermore, 
(and as I said earlier) of all the physical conditions mentioned by the group studied, only 
eyesight and hearing were reported as causing ‘total incapacity’”. 

Do we need to examine what is meant by sensory loss being a natural or normal part of 
ageing? Do we mean that ageing per se means becoming deaf and blind or is it an 
increased likelihood of disease over an increased period of time. 

Ageing is universal, progressive, intrinsic, and degenerative [Bond et al]. Age related 
really means related to time. Risk factors are all related to time - biological, medical, 
lifestyle, environmental - are all time related. 

However “The transition from physiological (or age related) to pathological (or disease 
related) changes can be indistinct. In normal ageing there may be some loss of visual 
acuity and a greater propensity to cataract formation. Other changes, including most of the 
‘ageing changes’ reported, are in fact pathological (or disease related)” [Bennett & 
Ebrahim (1992)]. 

So risk increases over time and some impairment results from normal ageing but others 
are disease related. Perhaps it doesn’t matter whether something is natural or not. The 
issue is whether or not we do something about it. It may be natural for teeth to decay over 
time but that doesn’t mean that we don’t expect the dentist to deal with it - either to 
prevent decay or cap our teeth or give us false teeth! So perhaps the issue for us is to 
recognise sensory loss and recognise that we should do something about it. 

What is important is our cultural understanding of illness and culturally shaped 
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expectations of old age. This determines when we seek medical help, the type of help that 
is looked for, and our judgements of appropriate treatment and care. And we need to 
recognise that we have different cultures across Europe - not just between states but 
between, for example, different classes and ethnic groups. 

Our attitudes to ageing and to older people need to change. A new attitude is called for as 
a result of the new demography. 

A quote: “First comes an era of socialisation, immaturity and education; second an era of 
independence, maturity and responsibility, of earning and of saving; third an era of 
personal fulfilment”. 

But'societal and cultural expectations about how old people should behave and live, about 
illness and treatment, is not the only factor we need to take account of. There are of course 
also political factors that determine what happens to people, whether the third era is an era 
of personal fulfilment. 

By political factors I am referring both to policy decisions and ageism - decisions about 
work and retirement, pensions, long term care and eligibility for services. In many 
countries access to health services, for example access to medical treatment and aids such 
as hearing aids, is restricted after reaching a certain age. In the UK you will be lucky to 
get an assessment and access to aids when you are in your 90s. 

Nancy is in her 90s and is now in touch with a Sense project run by Sarah Goodwin. 
Nancy has both a hearing and visual impairment. She wears hearing aids. With no 
background noise a person speaking clearly and slowly sitting near to her and speaking 
towards her ear was usually understood. In this video Sarah asks Nancy about her hearing 
aids and hearing tests and about eye tests. 

Sarah: Who do you see for your hearing aids? Who does your hearing aids? 

Nancy: Mmrn? 

Sarah: Who does your hearing aids? 

Nancy: Who? 

Sarah: Yes. Well, where do you go? Is it Nottingham that you go to? 

Nancy: Yes. Nottingham. Celia takes me. 1 can’t get batteries at Long Eaton at that 
Sainsbury’s. 

Sarah: Right, but it’s the Audiology . . . 

Nancy: They go when I want new cable. 1 go to Nottingham. 

Sarah: When was the last time you went? 

Nancy: Pardon. 

Sarah: When was the last time you went/ 

Nancy: Oh, I can’t remember. 1 didn’t go the last time the hearing aids went because I 
was bad and it wanted doing. And Celia took it. 

Sarah: Right. 

Nancy: Oh ... I could tell you. 



29 



o 



30 



ELDERLY DEAF BLINDNESS 



Mareelli di Numana, 2 - 7 October 1998 



(Nancy gets up) 

I shall knock it over. I don’t have those very often. I have a mug. With a flat 
bottom. 

Sarah: Yeah. 

(Nancy sits down.) 

Nancy: I’ve got two more in there. I’ve got four all together. I think it’ll be in the newest 
one. 

Sarah: That one? 

Nancy: If you can find the ... 

Sarah: Shall 1 have a look? 

Nancy: Yes. 1 can’t see anyway. 

Sarah: Oh it’s very new this one. You weren’t there so that one was... October, that one, 
it would be. Did you go in March, do you remember going in March this year? 

Nancy: Yes 1 probably did. That was before my leg started to be so bad. 

Sarah: Right. Did they test your hearing? 

Nancy: The October one 1 didn’t go. 

Sarah: No. No. But did they test your hearing again? Did they test your hearing or just 
change the aid? 

Nancy: Eh? 

Sarah: Did they test your hearing or did they just look . . . 

Nancy: Oh no. They just did the cables and that .. 

Sarah: They just did the cables. 

Nancy: They don’t do anything now. 

Sarah: Do you remember when you last had it tested? Can you remember? Can you 
remember when you last had it tested? When was the last time? 

Nancy: No. The last time I had a test they read to me. They took me in another room 
where there was glass and that and they got behind this screen and they read 
something to me. She’d got a trainee with her but he was pretty ... The girl read 
something and then she passed it on to him to read something - but I could not 
get a start of what they were reading. 

Sarah: No, you see that would make a difference. 

Nancy: 1 had to tell them what they told me but I was telling them wrong. 

Sarah: Right. 

Nancy: So when we were coming back up the passage to the room again she said, well 
she says, I’m afraid there’s nothing else we can do for you, and that was it. So all 
they do now they just put a new cable on. Sometimes they put it on right, 
sometimes they don’t. I don’t think they just bother ... 

Sarah: Would you be happy just to have it tested again? Just briefly, would that be all 
right, would you mind? 

Nancy: Would 1? 
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Sarah: Would you mind just having your hearing tested again? 

Nancy: No, because 1 think it ought to be tested. 

Sarah: Right. Was it one year ago that they did that or five years. How long ago when 
they did that particular test? 

Nancy: What this reading? 

Sarah: Reading, yes. 

Nancy: About. It was about at the end of this other book. Last year sometime. 

Sarah: Last year right? 

Nancy: 1 can’t remember. 

Sarah: No. no. Don’t worry. 

Nancy: 1 think I was too disappointed to remember anything. 

Sarah: Who looks after your eyes? Who does that? Was that at Nottingham as well? 

Nancy: Yes. 1 go to the Queens for that. 

Sarah: And when was the last time you went there? 

Nancy: Oh. Em. About three year ago. 

Sarah: About three. Yeah. It doesn’t have to be exact. 

Nancy: But they finished with me. 

Sarah: Yes. Yes. 

Nancy: Come again my dear when it’s gone altogether and we’ll see what we can do. I 
asked the doctor, I said, What can they do? I said yes that’s what 1 think. Nothing. 

Sarah: Mmm. 

Nancy: It’s the blood vessels and the nerves at the back of the eye. 

Sarah: Right. 

Nancy: You see a lot of people don’t think I’m blind. 

Sarah: No. No. 

Nancy: But my Niece says, You look at people but people who are blind don’t seem to 
look straight at you, she said, but you look at people and she said they don’t 
realise that you are blind. You see my own doctor, my doctor at that time, er, he 
said if it had been at the front we could have done something but he says with 
that we can’t. So I can’t see he can do anything - and when it’s gone altogether. 

Sarah: Yes. It’s .. then it’s going to be too late 

Nancy: Well that’s what I think. But .. they seem very .. He was a new man. The man that 
I’ve been having ... This was my first visit to him. 

Sarah: Right. Right. 

Nancy: I have had an What do you call it, implant. Put something in, stitched it in. 

A really painful operation. 

Sarah: What might be useful is to do an assessment where we work out exactly which 
bits you are using. If we work out which bits of sight you are using. So, it’s just 
sort of looking round and seeing what you can see. 

Nancy: What the...? 
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Sarah: For your sight. It’s because medically, medically and physically it doesn’t really 
matter. It’s how you use what you’ve got left that is important isn’t it? 

Nancy: I suppose so. Yes. 

Sarah: It’s making the best use of . . . 

Nancy: There’s not much left. That one you can say it’s gone. It’s just black and white. 

Light and dark. 

Sarah: Right. 

Nancy: But this one there’s just a bit in - and that was the one that went first. That’s the 

one with the implant in - at least I think it is I just hope that bit doesn’t go. 

I can just focus a bit with it. It’s gone from the centre to the side. 

Sarah: Right. 

Nancy: Opposite to Retinitis Regina. That goes tunnel vision - from the side to the 
centre. 

Sarah: So, is it misty? Is it misty in front of your eyes? Or is it patchy? 

Nancy: No, it’s like a fog. Makes the fog look worse. That’s why I think it’s so bad, but 
it’s not as bad as I think it is. [Nancy is referring to the weather as it is a very 
foggy day.] 

Sarah: Yeah. Yeah. 

Of course the issue remains as to what can we do about deafblindness in old age. We can 
try and maximise use of remaining vision and hearing, we can improve the possibilities 
for communication, we can introduce new methods of communication (something that is 
easier said than done), we can modify the environment, improve lighting, reduce noise, 
increase contrast, make adaptations, provide aids, teach orientation, introduce use of 
tactile clues, help with mobility, provide a guide, arrange self help groups, provide 
transport, organise visitors, support any family, and train staff. But will we? 

We are beginning to recognise what can be done but need to work systematically on this. 
We don’t just need to identify and develop interventions that work but need to be able to 
compare and evaluate them. We need to be able to demonstrate their effectiveness and the 
value of such interventions even for very old people. 

I would argue that prevention and rehabilitation, provision of teaching at the right time 
when someone is able to learn, provision of aids and support, should be provided at any 
age. I would argue this on the basis of the effect on quality of life and also the prevention 
or delay in the need to provide services that maintain the individual in dependency. We 
can provide someone with the skills to be active participants in their own life by making 
interventions at the right time or we can fail to intervene and then pick up the pieces later. 
We can provide ambulances downstream to pull people out of the river or we can spend 
money on fences upstream to stop them falling in. In the UK we now have eligibility 
criteria for social services that mean a focus on those in greatest need. This would appear 
to make sense except when it means that you can get a place in a home when you are in 
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crisis but not get the intervention when there was a window of opportunity to learn a new 
skill or receive a service that would have meant going into a home was not necessary or 
was delayed. In the UK you would be unlikely to receive a new hearing aid or assistive 
device when you are very old. I would argue for the removal of all age barriers to such 
interventions. It’s a question of our values as a society and how we value human life and 
human dignity. It’s only if we intervene and enable people to access support and services 
that old age can be an era of personal fulfilment. 

A survey of priority areas for health authorities identified services for older people as third 
in the priorities (after mental health and heart disease), but a little over three percent of 
extra development money available was allocated to older people. A third of the total 
resources went to acute services. (By the way disability services was the last in the list of 
priorities.) 

Key issues with regard to services for older people include: 

• The balance of acute and community care 

• The extent to which expensive ... interventions should be made on elderly people 
with ... a short life expectancy but where quality of life may be improved 
significantly for short periods ... 

• The extent to which specialist care focused on acute survival detracts from, or 
undermines, investment in specialist rehabilitation that would raise quality of life 
for (a reduced number of) survivors. 

[Heginbotham and Ham et al, 1992.] 

So we are beginning to recognise what can be done and some of the attitudinal, cultural 
and political changes required, but we still have the problem of recognition of 
deafblindness in the first place. If you ask an older deafblind person the question “Are you 
deafblind?” What answer do you get? Well we will look at that on video in a minute. 
Let’s look at the effect of deafblindness on quality of life. 

The following video is of an interview with Hazel. In the video 1 ask the questions: 
“What do you enjoy?” “Do you miss anything?” And “Do you think of yourself as 
deafblind?” 

Malcolm: What do you enjoy ? 

Hazel: It’s a bit limited now, but I did used to enjoy reading. Not only fiction, 1 like 

non fiction books and things like that. I did Moon but as I got older and my 
fingers got more old it wasn’t easy, so I left that. I read large print as long as I 
could, but I’m afraid that’s all out. I just sit and have a doze! I don’t feel lonely. 

People think I am but I’m not, 1 always find something to do. As I told 

myself when all this was starting about twenty five years or so ago, I told 
myself to stop being so miserable and to cheer up. I’d got some good years in 
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front of me yet and they’ve not been bad. They’ve not been bad at all. 
Malcolm: Do you miss anything? 

Hazel: Well I miss those long walks used to have. I don’t think you can do them now 

though. When used to come, he’s my friend, he died last year, he was 

85 when he died. Before that for about three years he was a very ill man he 
couldn’t walk . I used to go over there and look after him on the weekends.... 
We went on holidays and that, but he died last year so ever since then when one 
door shuts, I’ve always noticed that an other one opens gradually. Well I’ve had 
time to get over that you see and I’m just picking things up again. Sarah came 
to the rescue with Sense, it’s given me new interest and knew meaning. So that’s 

one thing and another thing you’ve really got to have a sense of humour. Its 

no good if you haven’t. You’ve really got to have that sense of humour, and 
keep it. I’ve noticed that. When my hearing really went I was withdrawn in to 
my self and people noticed it. I must have looked a misery, anyway they noticed 
a change when I got this, hearing aid and they started finger talking. But you 
need that sense of humour, not everybody’s got it. Have you got one? 
Malcolm: I hope so! I’ll tell you a joke later. 

Malcolm: Do think of yourself as Deafblind? 

Hazel: No! No I don’t. When they told me I was classed as severely handicapped, I was 

surprised. I thought there’s worse than me I mean where ever you go 

there’s no use feeling sorry for yourself, there’s always someone worse of than 
yourself. I’ve always thought so any way. I don’t. I’ve not mixed with them 
much you see, deafblind people. That’s what Sarah’s trying to do. She wants me 
to mix more with them and talk to them. Well I appreciate that. When someone 

comes with me they do all the talking and 1 get left out. So I 

appreciate that. I’ve got to do it. So I’m determined to do it. (I don’t want to get 
left out.) 

I’d like to pick out a few points: 

Hazel is emotional as she speaks about telling herself to cheer up and that the years have 
“not been bad at all”. 

The effect of loss - “When my hearing really went I was withdrawn ...” Here we have a 
key difference between the congenital and acquired deafblind populations. If your 
deafblindness is acquired then the psychological effects need to be addressed - whether 
loss is sudden or protracted over many years there will be psychological as well as 
functional effects. 

The effect of ageing - for example on use of touch - Hazel tells us how reading Moon 
gets more difficult as she gets older. 

The value of aids and communication. Hazel talks of the change when she “got this 
hearing aid and they started finger talking”. 
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The isolation that comes with deafblindness - “they do all the talking and I get left out”. 
The importance of friendship and of being useful, of being able to help others. Going to 
look after a friend is one of the things Hazel most misses. 

In the first video we saw Nancy. I met Nancy sometime after that video was made. She 
told me about a concert she had been to at the church which she had very much enjoyed. 
(This I guess demonstrates the importance of not making assumptions about what a deaf 
person might enjoy.) 

Nancy told me about her pet tortoise which she keeps track of by tethering it with a length 
of string. Unfortunately one day she had tripped over the string and fallen. She had 
forgotten about this but then her leg had been hurting at the knee and she had gone to the 
doctor. The doctor had asked her if she had fallen and she had said no. Afterwards she had 
remembered about her fall and the cause. 

Nancy goes to an “invalid friends” group once a month, a weekly visual impairment 
group, and has just started attending the newly formed deafblind group. She enjoyed the 
visual impairment group although it was too noisy. The deafblind group was quieter and 
therefore better. 

I asked Nancy about her sight loss and how she felt about it. She told me how when she 
saw the eye doctor he had said hello and goodbye to her but hadn’t said anything else - 
“He doesn’t talk to me” - so she had little information about her blindness. During the 
conversation Nancy often showed her sense of humour; for example she made a joke 
about not having to listen to the doctor. 

I asked whether there was anything Nancy missed. She said that she wants to go on 
holiday. Sarah questioned her further on this and established that Nancy would like to go 
somewhere quiet and flat with no wind. She would be happy in the country or at the 
seaside. She would prefer a full week not a weekend. I asked about contact with other 
people. Nancy said that all her old friends are dead but she has a new friend at the visual 
impairment club. Nancy has three different clubs and some outings and keeps the details 
of these in her head. She has quite a few people calling to do their jobs; care workers, meal 
preparation, chiropodist, hairdresser, voluntary agency. These are people doing jobs not 
social visitors but it was apparent that some of these people took time to take part in social 
interaction with Nancy. 

Nancy said that she had watched the World Cup Final last night on television. When we 
discussed this it became apparent that she was only aware of a team in blue playing a team 
in yellow and was aware of the cup being presented. I told her that the teams were France 
and Brazil and that the score was 3-0.1 described the cup and Nancy said that it was like 
a world in a cup. It struck me that it was remarkable to persevere with watching the match 
with access to so little information. However perhaps the important thing was watching 
the match as billions of other people were doing - of connecting with human culture. 
Nancy talked about her environment e.g. there had been problems with her front door. She 
said that she had identified that the problem was a hinge through feel. 
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I have spent sometime on Hazel and Nancy’s situation because I wanted to give an 
impression from their perspective. I could have talked about the isolation of older 
deafblind people, the potential of older deafblind people, their strength, their humour, 
their needs. In fact I hope I have done all these things. 

To return to my earlier question about recognition of deafblindness. Hazel did not regard 
herself as deafblind. Most older people who develop their sensory loss in old age will not 
identify with the label “deafblind”. We use the term deafblind usually to try to be clear 
that we are talking about sensory loss that is not just hearing loss and vision loss but is 
about recognising the effect of the combination and that different strategies and skills are 
required that include use of other senses - for example tactile approaches - and other 
techniques. We also use the term deafblind to mark out the need for a different discipline 
that needs resourcing if peoples’ needs are to be met. We have a real dilemma here if 
deafblind people do not see themselves as deafblind but we continue to promote the term. 
However there is no dilemma over the need for increased awareness. We need recognition 
that sensory loss and dual sensory loss is part of the ageing process that affects many older 
people and very many very old people. We need to recognise that sensory loss can 
radically affect independence and quality of life. But that’s not the end of the story. We 
can do something about it - particularly if we take action at the right time and if we 
modify our services then the cost need not be great - but the outcomes can be great as 
measured in terms of maintenance of independence, maintenance of activities of daily 
living, and quality of life. 

Our society’s ageist attitudes need to change. Older people can contribute to society and 
should receive a fairer allocation of resources. We shouldn’t see older people as dependent 
or a drain on society but rather as contributing to society. Longevity is a triumph not a 
problem. Yes - but we need to enable older people to be independent and contributing and 
for many that means recognising needs and recognising that we can do something about 
meeting those needs - and valuing people enough to make the political decisions to 
provide the resources. In the allocation of resources by the state (in the UK at least) older 
people are not valued. If we really value older people then we will provide the services 
that avoid isolation, that reduce dependency, that result in an era of personal fulfilment. 
This conference is a starting point. But we have a long way to go. 
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LIFE IN AGEING 



Milan residential unit 

Daniela Acerbi, Sara Passeri , Teresa Alagia, Virginia Casale (Italy) 



The residential unit is a service offered by the Milan branch of the Association “Lega del 
Filo d’Oro” and it is located in the city centre. It was founded on 26th May 1996 and is 
the first service of its kind for elderly deafblind people in Italy. It is part of a pilot project 
whose experimental model could be reproduced in other regions where the Lega del Filo 
d’Oro already has services or by other Associations willing to make a similar experience. 
The unit provides support and a social-education service within a community 
environment. Five people with an average 60 years of age live in the community. They 
all have a good level of autonomy and self-sufficiency. Each client finds here a structured 
way of life where he/she can make experiences, participate in the running of the 
community and actively be part of the decision making. The people living in the unit have 
made this choice usually because of family situations or accommodation needs. 

The staff of the unit is made up of two educators, two technical assistants, a social 
assistant who comes once a week, three operators for night shifts. Other significant people 
involved are two conscientions objector, volunteers and a scout group. All staff work on 
shifts from 8 to 14 and !4 to 20 after this time the night staff take over. 

Admission to the unit is made on the client’s or his/her family’s request or on health 
authorities’ proposal. A fee is due, since the unit provides service assistance. Paid in part 
by the client and part by local authorities. 

The aim of the unit is to respond to the deafblind person’s needs by making it possible for 
him/her to express his/her character and respecting his/her way of life and background. 
The aim of our work is to guarantee a good quality of life and of assistance, allowing our 
clients to make significant experiences and be integrated in the social context. We are sure 
that a person, though elderly, has not yet completed his/her development, therefore we 
believe in giving value to his/her resources and creating the conditions for each client to 
choose among information and to make significant relationships. 

From our daily work- we noticed that their most important need is to be the main character 
of their own lives, to be able to make decisions and to receive respect as a person. Our 
approach is close as possible to the expression “it is not important to add years to life, but 
life to the years”. 

In our two-year experience a constant discussion remains open: 

• Is a residential unit a service for life? 

• Which services guarantee the necessary support until death? 

• Is a residential unit a place where an experience similar to a family life is made and 
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Is this what the clients expect? 

• Does the model of a residential unit correspond to the needs of a deafblind person? 

• In order to integrate a client in the social context a unit needs the support of the 
family and how can we restore or maintain the family ties? 

• Is it right that an operator asks about the client’s family history? 

We are sure about one thing: a residential unit is an opportunity for the deafblind person 
to recover his/her identity and social dignity and to move within a social environment of 
which he/she is an active member. 

This workshop was an attempt to open a discussion on these questions and to share 
experiences of good practice. 
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DEMOGRAPHIC STUDY 
ON ELDERLY PERSONS WITH DUAL 
SENSORY IMPAIRMENT 



Else Marie Svingen (Norway) and Marja-Leena Saarinen (Finland) 



In this survey the concept dual sensory impairment is used, although the persons 
themselves do not consider themselves as disabled. They believe they have problems in 
hearing and seeing. However, it is easier for an elderly person to identify himself/herself 
with the dual sensory impaired than with the deafblind. 

The study is divided into two separate parts. The first part was a population survey of the 
number of elderly persons (over 65 years of age) with dual sensory impairment. The 
second part was a survey of their life situation and functional difficulties of dual sensory 
impairment related to ageing. 

1.1 Background of the research 

According to data given by the Finnish Deafblind Association there are 800 deafblind 
persons in Finland. According to the data 10% of them are children under 18.56% are 
more than 65 years old and 20% are over 80. 14% of the deafblind are adults and middle- 
aged. 

According to everyday experience there are more elderly deafblind persons than the 
statistics tell. In order to examine this more specifically, a demographic survey on elderly 
persons with dual sensory impairment was carried out. 

The demographic survey is quantitative and divided in two parts. The survey is developed 
by the Norwegian Statens Sentralteam for D0vblinde, who at the same time carried out a 
corresponding survey in Norway. The Norwegian research team offered the opportunity 
to carry out the Finnish survey with their research method. 

In Finland the research was a project by the Service Foundation for the Deaf and it was 
called a development project on social and health services for the deaf and the deafblind. 

1.2 Municipalities involved in the survey 

The municipalities in the survey were chosen among Oulu district’s welfare cluster 
municipalities with a lot of elderly persons. The municipalities were chosen among those 
with actively functioning social services for the aged based on an assumption that 
personnel in these municipalities would be motivated for research co-operation. 

The municipalities were divided according to population into three groups: town-like 
municipalities (at least 15,000 citizens), densely populated municipalities (4,000- 15,000 
citizens) and country-like municipalities (less than 4,000 citizens). The two town-like 
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municipalities were the towns of Oulu and Kuusamo. Pudasjarvi, Oulainen and Tyrnava 
belonged to the group of densely populated municipalities, whereas Utajarvi was a 
country-like municipality. 



Municipality Population Number of persons over 65 



Oulu 


109,094 


1 1 ,843 


Kuusamo 


18,678 


2,136 


Pudasjarvi 


10,958 


1,593 


Oulainen 


8,444 


1,314 


Tyrnava 


4,083 


497 


Utajarvi 


3,592 


593 




154,849 


17,976 



Figure 1. Municipalities involved in the survey, their population and 
number of people over 65. 



The purpose of the study was to find elderly persons with dual sensory impairment. The 
survey was focused on clients of social and health services. According to practical 
experience the average age of persons with dual sensory impairment is around 80 and 
presumably they already are users of various support services. 

1.3 Indicators of the survey 

The first part of the population survey consisted of an evaluation form with the help of 
which the social worker identified a person or persons with dual sensory impairment 
among her clients. The evaluation form is a functional diagnostic tool. After identification, 
the elderly person with dual sensory impairment was interviewed. Permission to interview 
was given by the elderly person herself/himself. The questions were formulated so that 
they either supported the functional diagnosis of the social worker or proved the diagnosis 
to be incorrect. 

2. Survey procedure 

2.1 Population survey of elderly persons with dual sensory impairment within 
social services for the aged 

The municipalities belonged to a welfare cluster the municipalities in which were 
generally devoted to developing social services for the aged. 

The survey team members visited the municipalities. Firstly, discussion and schooling 
were arranged for people responsible for social services for the aged. Their task was to 
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carry out the survey and to school the co-workers for the assignment. In each municipality 
different sectors of social services for the aged were divided into areas of responsibility in 
order to exclude overlapping. 

Social workers for the aged in each municipality participated in a schooling day in 
accordance with their resources. There was a lot of interest in these schooling days 
because there was a demonstration of technical aids at the same time and the co-workers 
had the possibility to discuss problems related to their elderly clients with experts. 

The educators were two consultants for the deafblind, a consultant for the visually 
impaired and an expert on audiology. 

During the survey procedure local papers published news about the survey and about 
elderly persons with dual sensory impairment and their needs. 

Both evaluation forms and interview forms were sent to the research secretary. Almost all 
returned forms included a signed permission for the interview. An anonymous permission 
was signed by a nurse. 

2.2 Population survey on elderly persons with dual sensory impairment in the 
register of special medicine (1992-1997) - combined register of hearing and 
visually impaired 

Part of the relevant elderly population was found by studying the amount of elderly clients 
within social services for the aged in the municipalities involved and the other part by 
studying the registers of persons over 65 in Oulu University Hospital’s hearing centre and 
vision centre. Both centres admit persons referred by a doctor only. A visit to the hearing 
centre means that the elderly person needs aids for hearing, whereas a visit to the vision 
centre means that he/she needs aids for seeing. 

2.3 Combining the social services for the aged and the register of the elderly 

A comparison of the group within the social services for the aged and the group in the 
hospital register of the elderly with hearing and vision problems was made so that none 
of the elderly persons appeared twice in the population calculation. The omissions were 
based on three factors: municipality, age and gender. Finally, after combining the list of 
elderly persons within the social services for the aged with the registers, there were no 
elderly persons living in the same municipality at the same age and of same gender. 

3. Number of elderly people with dual sensory impairment in survey 
municipalities 

87 relevant elderly persons were found through the social workers for the aged, and after 
down-loading the registers and excluding overlap an additional 42 elderly persons were 
found. Thus, the total number of elderly persons according to the survey was 129. 
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Municipality Elderly persons in Elderly in Total amount social services 

for the register the aged 


Tyrnava 4 


0 


4 


Utajarvi 7 


1 


8 


Oulainen 7 


3 


1 0 


Pudasjarvi 7 


2 


9 


Kuusamo 20 


3 


23 


Oulu 42 


33 


75 


87 


42 


1 29 



Figure 2. Number of elderly persons with dual sensory impairment in 
survey municipalities. 



In the survey municipalities in Oulu district it was found that 0.7% of elderly persons of 
the current 17,976 citizens were dual sensory impaired. 

• The prevalence of elderly (65+) dual sensory impaired persons of the total 
population in survey municipalities is 718 / 100,000. 

• The prevalence of elderly dual sensory impaired persons (65+) within social 
services for the aged of the total population in survey municipalities is 484 / 
100,000. 

• The prevalence of elderly dual sensory impaired persons in the register of special 
medicine of the total population in survey municipalities is 234 / 100,000. 

The survey cannot be methodically generalised to the whole of the country. However, it 
gives an indication of the number of elderly dual sensory impaired persons in Finland. 
Information from consultants for the deafblind and from smaller demographic studies 
made during the last years in Southern Finland, Turku and Tampere support this 
interpretation. If the results of the survey were interpreted and nationally adapted to the 
population over 65, there would be 5,000 elderly persons with dual sensory impairment 
in Finland. 

4. Age structure 

The age structure of elderly population with dual sensory impairment reaches its peak at 
around 80 years of age. In this age group there are usually additional functional obstacles 
related to old age, which add to the functional difficulties of the dual sensory impairment. 
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AGE STRUCTURE OF ELDERLY PERSONS 
W II H DUAL SENSORY IMPAIRMENT (N = 1 29) 




AGE 



Figure 3. Age structure of elderly persons with dual sensory impairment. 



Figure 3 shows that dual sensory impairment is connected with ageing. The average age 
of all dual sensory impaired persons is 82 years. 

The numbers of elderly persons with dual sensory impairment are found through social 
services for the aged, Oulu University Hospital’s register of dual sensory impaired persons 
and population over 65 years in survey municipalities. 



AGE STRUCTURE OF PERSONS IN SOCIAL 
WORK FOR OLD AGE 65+ AND REGISTER 65 + 




AGE 

Figure 4. Age structure of elderly persons in social work for aged 65 and hospital register 65. 

The structure of age variables of elderly within social services and of elderly in the 
hospital register is similar. The elderly within social services for the aged are somewhat 
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older. Some of the elderly persons in the register already use the social services for the 
aged, whereas others are about to do so. 

5. About the number of elderly persons with dual sensory impairment 

The number of elderly dual sensory impaired persons can be examined from various 
points of view. In the following logarithmic presentation special attention should be paid 
to the relations of the numbers. 



DEMOGRAPHIC STUDY : D UAL SENSOR Y IMPAIRE 




D REGISTER 65+ D SOCIAL WORK 65+ D POPULATION OF ELDERLY 65 

Figure 5. Logarithmic figure: Social services for the aged 65, hospital 
register 65, total population of the elderly 65 



The survey shows that there are elderly dual sensory impaired in each municipality. Figure 
6 shows, that only a part of the elderly dual sensory impaired are found among service 
consumers. Part of the dual sensory impaired elderly are found in registers of special 
medicine. 
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DEMOGRAPHIC STUDY: DUAL SENSORY IMPAIRED 




□ DUAL SENSORY IMPAIRED 65+ n SENSORY IMPAIRED 65+ p ELDERLY 65+ 

Figure 6. Logarithmic figure: Dual sensory impaired 65, sensory 
impaired 65, total population of the elderly 65 



All elderly dual sensory impaired are not identified within social services for the aged as 
dual sensory impaired, whereas on the other hand there are elderly dual sensory impaired 
who do not need these services. It would be interesting to clarify which everyday support 
procedures the elderly need in order to cope independently or as family members. 

Figure 6 tells about sensory impairment and ageing. The total population in the survey 
municipalities is 154,849 of which the number of elderly is 17,976. In Oulu University 
Hospital’s registers there are 2,055 elderly persons, who are either hearing impaired or 
visually impaired. According to the survey there are 129 dual sensory impaired elderly 
persons in the survey municipalities. 

It is interesting to compare the number of elderly (65+) sensory impaired with the total 
number of persons with sensory impairment. Figure 7 clearly shows, that sensory 
impairment generally - as well as dual sensory impairment - concerns elderly population. 
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